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The Slavic Summer Feast

Report from the st Slavic Congress of People Who Stutter

Tha 1ttt Slaviz Congress of Peon’s Who
sutter was teld from 2C ta 26 Jure
1331 pwl 9y clapnce. It was the tina
of the annual cld feast "3Scadtks”
L3t. Jonn's Day) asscclatec woth many
time-nonoJred  Slawic  customs, the
main one baing 4 great bonfire with
cances, {umos throuch a firs and 3
trad*ttona’ spactacla  of “leoatire
wraaths dean the Vistuia. Electiors
of "2ure Slavia” (see illusirstion)
have been pe-fo-med Jquite spontane
zusiy, These new elements of stutte-
rArs' meerings were very waicome!

Afms of the Congress

Far taa Inong = time Fast Curope
was 'a whit2 spot con the mag of
stuttersing salf-kelp’. “he first stao
w5sS mace by 2oland, 30 2435 coule
Leash of Leing Lhe uniy sucl associ-
ation ir the east part of Eurcpe. Now
1T OTs 11gn time to ¢nange this situas
Zion.

“he idea of crgarising a $'avic
ccngrass  was  rather  soontareous.
Moreover, it was connected with a
zoecial -rteptine. 24P has nar many
exparienczes ir the self-help area,
tut we ncticed that it is cuitc casy
to “ind scme psople, enthusiasts whe
would be  eager Lo oengase  in Lhis
activity, We just wantec to meet
thcse erthusiasts amcng the “orelgr
compary and suppert ther 1 sailing
up their owr self-help groups. The
c-cmoting cf tnis rnew icea among a
grezat number of pecple causes prob-
Tams alas in Poeland. we just hopec we
would be atle to spark a little
Tigat. ..

Preparations

Firsz of all, a 8 avic lancuage
was crested by o3, It 1s z2riginal,
consisting of Polish. Jkrainian. Rus-

sfan, Erclish and Garman wards, com-
plezaed by many nonverbal elements (1t
s estimated tithat words play an
‘rsigri¥icart part in tae process of
communicatian, anly (%), “Slavic” was
a necessary method of answering let-
ters fraom many cocuntries, and aoccve
a'l, ta comunicate with each other
during the ceangress.

spart From this signficant arti-
vity we szcught the “tnancia’ els
“roa aifferent departmenta and)
surprisingly, we were suscassful.
PAPS 3goT meney and moral sugpors Trom
€4 anc Nat'onai asscciaticrs  as
well. It enablec us ic cover corgress
“ees for foreign particioants.

The invitatien and informatton
akaut the Slavic condress was pub-
“sshed in a coupla of newspagets in
Po’arg ane in other Slavis zsuntrics.

Time of meeting

The 1st $lavic Congress of Pecple
aho Stutter took place on a beaut ¥l
camping site 'n Krakéw, 75 people met
tnera anc the main gcal those six
dsys waa simaly to be together. 20
participants from Lithuania, wh-te
Aussia, “chechozlovasia and Bulgar-a,
35 2 special compary, were aspecially
weloumed, Above all, stuttecrers, pac-
ents «ith two stutzering ch'’cren and
twe students of pecdagogics acceated
2425'  -ny-tatton  te attend  the
meel ing.,

The main part of the corcress was
Feld dur-ng thrze days, then we 7ad
Alanned a time af ancia’ activities.
It appeared tnat all of our aciti-
vitics wore similar to a holiday!
workshops tock place cut of coors, it
drdn'L omean Ll Lhey  wers yuite
“oose, Some of the workshops dealt
with settirg up sei*-nels groups and
motivation “n stuttering  therzapy,
They werz leac oy professiona’s., One
of tne workshops was partiuiarly in-
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tencec for the toreign company and it
was devoted o answering questions
2bout stuttering and therapy.

Three workshops concerned our work
in "Clud J' or self-help groups. They
wara lead by stutterers or "veterans"
in self-help and were devoted to the
following problems:

* rdow to keep new persons who come to
tne group for the first time;

* How to manage cifffcult situations
in our lifes;

* How ta get to know each other
betier,

Commente from participants

The Teading workshop was really an
exam for many of us. “Microphone for
everybody” was a great conclusion,
Cleg from White Russia said that for
the first time 1in his 1life he had
felt as a man of standard value. He
considered Club J's workshops as the
most attractivae part of the ceongrese.
Cleg is very interested in setting up
a z2elf help group in Qrudnu,

Tomek from Tchechoslovakia was
5peaking aboul his smpressions curing
the congress. At the beginning ke hac
not. seen much relevance in our acti-
vities to stuttering therapy. He con-
sidered it as 2 nice holicay. Tomek
noticed a stutraring therapy as only
zaechnical practice. In the latier
part of the congrecss he changed his
mind, but yet he thought he was un-
able tu sel up a seif-nelp group.

Witek from Grodno told us about
stuttering therapy in the Soviet
Union which is different from cur ap-
oroach %o the oroolem. Treatment dis
performed in hospitals and it is
zonnected  with  many instructions,
First, the patient is examined thor-
sughly, then he undergues maiy emxer =
cises: massace, baths, hypnosis every
day. He takes a ot of medicines and
learns to breath correctly and to
relax. For two weeks the patient can-
not speak at all, zhen he learns to
speak slowly, witnous stutterng.

Election of Pure Slavia

Witek is successful {in this therapy.
He was very surprised that we did not
learn bow to breatn properly.

Petar Torev from Bulgaria 1s try-
ing to organise a 2elf help group, as
yel he has not found a place for
meelings, Maybe scme cay...

Finally, foreign participanis re-

ceived the book “Let's talk about
stuttering” by Renée Byrne as gifts.

Piaca of newe

Television, the radio and Lhe
press were interested in PAPS' work,
buring the rirst evening ot the con-
gress the television broadcast a pre-
gramme about t. There were also a
lot of interviews and a gecd oppor-
tunity to do PR work for ELSA. Twe
hrnadcasting stations ware engaged in
these affairs, four articles were
aublished, topefully, we have come
out from the background at last.

Around the Congress

Only some of the pecple who were
interested in stuttering self-help
were able ta attand the meeting. 30
stutterers and rparents want to con-



tinue contact with PAPS and get scme
matarials, newsletters aetc. Ona man
fram Tchechoslovakia is eager to form
a aelf help grsup in Prague. PAF3
will try to helpg them with thetr ax-
pectations and requests.

We have many trousles with parents
from the Seviet Union who are asking
us to help their stuttering children.
PAPS is planning ta arganise snma ca-
minars for them, maybe a summer camp,
but I think thiz is only a drcom at
the mcment.

My reflections

I think our expectations and hopes
came true. First of all, 20 people
participated in the stutterers’ con-
gress. I was aware that 1t was rather
impossible to infect everybody with
the “germ of seif-he!p”. Only part of
them wece engaged in our activities,
the others admitted that a stay in
Ponland was & gnnd npportunity to do a2
1it%le business. However, 1 was happy
that nobedy considered the cix days
as a lost time...

(Lucyna Jankowska) ®

ELSA in Hamburg

Report on the Third ELSA Meeting

ELSA was cnce again the guest of the
German stammerers. Like the September
1990 Meeting, this year’s Autumn
uYeeting of the Eurogean League was
neld in conjuncticn with tne Cerman
Assaciation's AGM. As well as having
advantages both organisaticnally and
in terme cof atmosphere, this arrangza-
ment also has symbolic significance:
it underscores the Tact  that ELSA
dces nct operate in isolaticn from
the national associations, but as
part of a European whcle. We have now
moved another step towards achieving
this objective: the Swiss YVERSTA has
of“icially :cined ELSA as the four-
raanth Turapean memhar

AL Lhe Meeting, Lhe ELSA Offivials
reported on their activities since
the last Meeting in May 1991: Here
are some of the highlights:

- ELSA had protested to the Morwegian
authorities about the plarned clasure
of Halmrast, a unigue special school
for stammerars, Tha Norwegian Stam-
merers’ Asscciation consicers that
ELGA's intervention cantributed to
the decision being deferred.

- ELsA 1s cantinuing 1ts collato-
rative efforts within EC orgarisa-
tions and <35 partfcipating 1 an
initfative wy European welfare and
self-nelp associaticns o set up =
Frroppar nmhrelia nrganisation.



- ELSA's  Colegne
staffed part time,

office  is now

Dalabase

The creation of a litaerature coi-
lection and database for stammerer
self-help is making initial progress.
In our office, tha avisting matarial
has been sifted through and cata-
logued; the next atep is now to
desfgn a system and evaluate the
materfal. An urgent appeal was made
to all member organisations to for-
ward all publicaticns as well as any
other relevant {nformation ({(addres-
ses, dates, specialist information)
to the Colagne office.

Promoting Self-Help in Europcan
Countries

A declared aim of ELSA is ta
propagate the concept of self-help
for stammerers 1in otner countries in
Europe, and we can already claim scme
initial successes: Tim 0'Callaghan
from Cork/Republic of Ireland report-
ad in Hamhurg an the situatien 1in
Ireland and his efforts to set up
greups and a natienal association.
The Finnish and Swecish delegates
were able Lo report that an organi-
sation had been set up in Iceland.
Imit1al contact has bteen made with a
group in Estonia. Delegates were par-
ticularly grateful to the Polish
group which has taken their aastarn
European neighbours under their wing
and in June 1991 welcomed stammorcra
and therapists from Lithuania, Bul-
garia, Czechoslovakia and white
fussia to a meeting in Cracow,

A “urtner opportunity of promoting
self-help may ke provided by the 1st
European Congress of Speech and Lan-
guage Pathology in April 1992 in
Athens. ELSA s hoping to make a
suitahle eonteinutinn.

Pubtic Relations Work

PR wurk for ELSA must be dgirectec
tomards various objectives. Itis a
means of promoting self-help ideas

among  stammerers and therapists a-
1lke. other target groups are inter-
national bodies and  institutions
(e.g9. EC, WHO) and the mediz. This
calls for Information strateqies and
materials tailored to the require~
ments of diffarent target groups. Tha
Italian delegation presented some
impressive drafta fer a leaflet, a
scmewhat more comprehensive brochure
and o series of 7V spots. IT was de-
cided to go ahead with leaflet initi-
ally.

Self-Help Methods and Concepts

This is the title of a detailed
survey to be carried cut by all the
member associations. It is designed
both to collect cumparable data and
to take stock of the current self-
help situation: What do we actually
mean by self-heip? Which concepts znd
methods have proved to be useful and
effective? The first stage is to com-
pite a gquestonnaire for the naticnal
associatinne to pass on to the local
groups,

Diagnostic Centre

Frem the Netherlands comes the
tdea of 2 ciagnostic and counselling
centre, an independent instituticn
which could counsel stammerers, re-
commend therapies and eritically
evaluate the results. It would thus
he able te ljaiece between paticnta,
therapists and the paying author-
itiea, The Dutch deleuales presented
the mogel for such a centre.

Concluding Remarks

ELSA nas ncw completed its first
year of existence and can take ar-de
in the =atructures croated. Work at
Europear Tevel requires SLaying
power, and ac far the motivatiorn and
application of the national associ-
atluns, danu In particular their deie-
gations, have been extremely en-
couraging!

{Konrad Schéfers) @



MALBJORG -

A Stuttering Organisation in Iceland

The 10th of October 1991 wac a big
day for stutterers in Iceland. That
day MALBJCRG ("Save Lhe Speech'); Lhe
Islandic Stuttering Organisation was
torn. Scme 30 pecple attended the
meeting, ncluding over 20 stut-
terers. The organisation now has more
than 20 stutterers.

We have started a self-help group
that meets avery other week. Until
now we only have talked about our
problems ond experiences in life, but
we are planning speech courses. What
we need 1s Information on how these
things are done in other countries.
It would ve interesting to have some
informaticn on how you crganize vour
self-therapy groups.

One cther tning we have started is
the publishing of braochures on stut-
tering. There have been no small
brochures on stutbering in Icelandic
and therefore we are plaaning ta pub-
11sh brochures tor stutteres, parents
and teachers,

The situation in stuttering thera-
py in Iceland is not gccd enaugh and
wa ara alapping action in this sarea
also. There are few speech therapists
in schoola, aac children do not get

the treatment they nced. Stuttering
treatment for adults receives no
governmenk funding, That makes treat-
ment expensive and few adults seek
treatment so there are few therapists
who have specialized in the treatment
of stuttering. The Scciety of Speech
Therapists is also very interested in
these problems and 1n cocperation
with them we will try to doc esomething
about {t.

These are some of the things we
are working on at the moment. We are
happy that stutterers and their orga-
nizations 1n other countries are in-
terested in us. Hopefully we can par-
ticipate in ELSA activities in the
naar futnra.

Best regarda from the stutterars in
Tceland.

Benedikt Benedikisson
President of Malbjorg

Address: Malbjdrg
pn. 10043
1S-130 Reykjavik
ICELAND '
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Se1f-Help in the Republic of Ireland

Self help became n reality in Curk In
4April 1991 when a group comprising
s0lely of people who stammer orga-
nised themselves to meet on a weekly
basis with the broad aim of loosening
the grip that stammerina plays in
their lives. I am glad to be part of
this graup whiech continues to meet
enthusically althcugh it must be said
that we arc atill aetting foundations
and restrainded scmewhat by lack of
finance. However, with each meeting
of the group we are helping ourselves
and each other and surely, this is
what 1t’s all about.

We have been looking at ways of
advertising the group and items have
appaarad in the local press and an
nouncements made on radic. Despite
this, our membership has  remainec
fairly static. Indeed, setting foun-
gatians and seek:ng finance and free
advertising of cur meetings have
taken a great deal of time and
energy.

Thara $s no otner salf-halp group
in the Fepubifc of Ireland and I have
no doubt that there are a great many
people who would benefit greatly by

we ruach these pecple 1s the chal-
lenge 1n the months and years ahead,
We see our future membership coming
mainly from the speech therapy situa-
tion and we are maintaining close
ralationships with the loral speech
therapy centre who have been very
supportive 1n getting our aroup un
derway.

In Ireland, there is great lack of
speech therapists. In a recent T.Y,
programme it was stated that there
are only 200 therapists whereas in a
country the size of Ireland the ra-
gquirement 3s close to 1.200. This
shortfall gives some indicaticn af
the challenge that |ies ahead.

It was very encouraging to meet
members of otner stuttering assccia-
tions in damburg. I believe a areat
deal can be zcnieved by the exchange
of 1information and the sharing of
experience between various countries
and we, in Treland, are glad to be
able to participate in this. We are
new lsoking forward te the next mee
ting in Brussels and renewing friend-
ships made {n Hambura.

Leing involved 10 such &  group. How {Tim 0'Cajiaghan) ®

The International Assnciation of Organizations
for People Who Stutter

John Ahlbach, NSP Dirsctor and one of the organizers of the San Frencisco Con-
vencion, proposes Lo Giealy an (oternacional umorella organizarion of stutrering
assoclations similar to ELSA. "This need not be too formal” writes John, “Per-
naps we would get someone fo volunteer to collact information from the various
groups and put cut a bi-annual publication. We could all contribute to its cost.
#e wouid 2lso be able to speak 'with one voice' when that was necessary.” In the
aext few months, John will draft & statute and send it tn all natinnal nrganiza-
tions for discussion and comments.

This issue will also be put on the agenca of the next FLSA meeting In Bruxelles.



Considering a diagnostic centre

WHAT IS THE BEST WAY TO HELP THE STUTTERER?

This article is aimed ar discussing the desirability of a diagnostic centre for
stutterers. Such a regional or national centre would not only be for the
benefir of the stutterer but could also be called upon in case of doubr about
the normal development of speech and language of individuals. This would
provide for the early recognition by professionals of possible problems in
this area, and thus any treamment could be started as soon as possible,
avoiding he risks of secundary problems,

In the diagnostic centre one could investigate whar the problem is and
which therapy (therapies) or therapist(s) would be most heilpful. Progress
could be recorded by means of regular evaluation of the effect of the
creatment; and - if necessary - 5 can be adjusied or changed
according to the needs of the individual stutterer. This would prevent the
unnecessary use of ineffecsive therapies. The data gathered from the actions

and results will provide valuable information for future clients.

Situation

Somebody naotices - often from reactions like
laughing, teasing, and imitating - that there
is somethiug wiouy with his way of
speaking. Parents (or grandparents) may
notice that their (grand)child does not speak
with ease. A teacher may recogmse that one
of his pupils has difficulty talking.

What happens next?

Usually the stucterer will hide away and try
everything w hide his stunering. This leads
to the commonly used behavioral pattern of

using synonyms for “difficult” words,
expletives, changing the construction of
sentences, being silent and avoiding
discussion, Everything in life (school,

p , social life) b determined
by the speech involved. This may even lead
ta social isolation.

Parents do not normally quite know what
to do about it. They stant worrying and try to
protect their child whenever possible, This
concern however may work the wrong way
for the child who may get the feeling there is
something uttecly wrong with his speech or
even with humselt,

Teachers nfren da not know how tn react
10 a stuttering pupil. Before long they start
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avuiding difficult situations tor the pupil,
they do not ask him guestions and prevent
him from having 10 speak in front of the
<lass, This may leave the child fesling
useless, of ao importance o the schoul and
thus enhance his feelings of worthlessness.

All these reactions may cause and
\ncrease further problems.

Seeking help

Most parents, teachers and sturzerers set out
to find help. They approach their general
praceitiones, cliuics, sddwol speech therapists,
and so on, All these professionals should and
will know a certain amount about stuttering
but none are specialised. Usualy, they do net
know about the latest therapies and
developments.

1t 13 sad that many parents (and theretors
their children) are still silenced with remarks
such as: ‘Don’t worry about it, the stuttering
will go away by itself,” or *He'll grow out of
it,” or 'If he talks less, ha'll stutter lass too. '
These remarks not only date back from the
sixties, but many professionals are convinced
they are true in the nineties.

Therapy

If stutterers are ‘lucky” enough to be treated,
the selected therapy is often a marter of
avaiiahility instead of a deliberate choica.
There may be a speach therapist in the area,
a school speech therapist may be willing ©
see the child, somebody knows about a
succesful therapist, a program on television
or an article in the newspaper may have
mentioned a specific therapy, and 50 on,

More utten than not the reatmeat is
started without knowing what's wrong and
what the aim of the therapy is or shauld be.
Neither have criteria been set by which o

Mmeasuce Japrovements.,

Effectivity and results

The therapy often lacks in evaluation of
results and in good after-care. Evaluation is
often carried out by insurance company
doctors or physio-therapists who are
expected to determine the effectivity of a
given therapy without being hindeced by any
relevant knowledge about the stutterer and
his problems. In some cases the therapist
himself comes out with so-called scientific
research about his therapy but this, in fact, is
the same as a butcher evaluating his own
Sausages.

1t is also possible that a snutterer remains
with his therapist for years without any
improvement, or that the results deteriorate
shortly afrar finishing the treatment
Frustrated he may stact looking for a better
therapy but since he does not know how to
recognise one het doas not know what to
look for and ask for, Proceeding by trial and
ercor he has no other option but to ask
himself; would the next therapy be better?

Which changes do we need?

Tn arder ta prevent situations like these and
‘mprove the effectivity of speech therapy and
‘nerapists we suggest a different approach. A
major cole in this approach would be played
hy one or more diagnostic centres (regional
or national). The purpose would be 1o bring
together all available knowiedge and



nformatien at regular intervals and Lo use
this for diagnosing, determining methods of
teeacment and evaluating progress made.

How will this work uut?

[t is thinkable that in each county or region
three spectalised professionals meet each
week 20 do a “clinic’ together. All general
practitioners, speech therapists, child health
clinics, etcetera, send their sturterass and

Kild,

with speech probl 10 be
diagnosed, to have their problems
determined and a desirable course of action
chusen, This would imply that all necessary
xnowladge be available at the centre, The
professionals need to have extensive
expenience within the field and should know
their collegues around the country

After, say, six months of therapy with
the chosen therapist pragress would be
evaluarad ar the centre This involves re-
assessment of the used therapy, a decision
about whether to continue this therapy or try
a different method. The team of specialists
would he expected to be capable of doing
this propecly and to use methods to
determine the degree of improvement with
great reliability.

In time all this would lead to an insight
in useful hetapies. The long cherished desice
to know more about the effectiveness of
therapies for stutterers may then come true.

The crude propaganda tor certaia
unproven therapies {as happens anly ton
often) may then be abolished. Only resuits
will count. Results that will be determined
by a small group of professionals and not by
sherapists themselves or by cost-interested
insurance companies.

Within the diagnostic ceatres
incompatibility of nteresis should be
prevented by clear agreements and rules.
Any professional can not reter a client to
himself and should not get any gain from
ceferting & client 1o this or that insticution
such as a hospital or a centre he
(incideatally) works for.

Finally

Esiablishing a diagnosiic ceatre serves wany
purposes, the most imgortant coe being that
a fitting, effective therapy may be chosea for
3 stunerer ot ssering child, The swnerer
would nct have to try endless and
discouraging therapies which are ineffective
{for him). Apart from that, 1t would work
out much chezper for society as well.

{Wim van A'gnen) ®

fELEA  and  the  Dutch  Assucfalion
‘Demosthenes' are seeking comments on
the 1cdeas explained 10 the above
article. Please write ta tha Fl54A
office or ta Andrd Beks, Rijtse
Akkers 184, NL-Z027 unw Tilbury. )




